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Objective Does trust in physicians aid or hinder patient autonomy?
We examine the relationship between trust in the recipient’s doctor,
and desire for a participative role in decisions about medical
treatment.

Design We conducted a cross-sectional survey in an urban Cana-
dian teaching hospital.

Setting and participants A total of 606 respondents in three clinics
(breast cancer, prostate cancer, fracture) completed questionnaires.

Variables studied The instrument included the Problem Solving
Decision Making (PSDM) Scale, which used two vignettes (current
health condition, chest pain) to categorize respondents by preferred
role, and the Trust-in-Physician Scale.

Results Few respondents preferred an autonomous role (2.9% for
the current health condition vignette and 1.2% for the chest pain
vignette); most preferred shared decision-making (DM) (67.3%
current health condition; 48.7% chest pain) or a passive role (29.6%
current health condition; 50.1% chest pain). Trust-in-physician
yielded 6.3% with blind trust, 36.1% with high trust, 48.6%
moderate trust and 9.0% low trust. As hypothesized, autonomous
patients had relatively low levels of trust, passive respondents were
more likely to have blind trust, while shared respondents had high
but not excessive trust. Trust had a significant influence on preferred
role even after controlling for the demographic factors such as sex,
age and education.

Conclusions Very few respondents wish an autonomous role; those
who do tend to have lower trust in their providers. Familiarity with
a clinical condition increases desire for a shared (as opposed to
passive) role. Shared DM often accompanies, and may require, a
trusting patient—physician relationship.
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Background

How does patients’ trust in their physician relate
to their preferred role in medical decision-
making?

Over the past decades, there has been a major
shift in the doctor—patient relationship from its
former emphasis on paternalism, to a new
recognition of the importance of an informed,
autonomous patient."”” As the literature has
suggested, this shift in the locus of decision-
making from the doctor to the patient was heavily
reinforced by the legal requirement for informed
consent.® A growing literature has examined
preferred roles in making treatment decisions,” °
how policy might promote more active partici-
pation®' > and how best to place this within the
context of the therapeutic relationship.**

Nonetheless, the relationship between trust and
the doctor—patient relationship remains some-
what contentious.”>® Trust is a complex con-
cept, which includes both technical (expertise)
and interpersonal (e.g. communication, respect)
elements. As reviewers of the concept have noted,
there is no commonly shared understanding of
what trust means or whether it is desirable.?-*°
Some claim that trust is a barrier to the optimal
relationship between the provider and care
recipient; they believe that recipients should be
aggressive and engaged information seekers, who
shop carefully among competing providers,
define their own needs, play an active role in their
own treatment and take responsibility for their
treatment decisions.’® Others are wary of this
model, on such grounds that people with critical
illnesses are known to depend on their physicians
strongly, and can benefit from strong relation-
ships which help them to deal with fear and
uncertainty.’! Others suggest that the personal
relationship between the recipient and the provi-
der is the context in which the treatment is chosen
and carried out; distrust in their physician would
be yet another stress and drain of energy for ill
people, and would deprive them of a major
potential source of information.*> An emerging
consensus suggests that trust is an important
element of clinical encounters, regardless of the
role care recipients wish to assume.'*2%%
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This study attempts to add empirical evidence
to better understand the relationship between
people’s trust in their physician and their desire
for a participative role in decisions about their
medical treatment. It builds upon our previous
research, which differed somewhat from other
studies of patient roles in decision-making (DM)
by suggesting that the conceptualization of
‘participation’ should distinguish between two
elements of choice. Recognizing that there is
variation in nomenclature across subfields, we
employ the term ‘problem solving’ (PS) to refer
to situations in which there is one correct
answer, and for which preferences are irrelevant.
For example, results of an X-ray cannot vary to
respond to an individual’s preference that her
arm is not broken. In contrast, the term DM is
used to refer to tasks which may indeed require
prior PS, but also involve weighing the relative
importance of potential outcomes.** >’

In this study, we hypothesize that interper-
sonal trust-in-physician will be correlated with
the desire for participation, such that people
with high levels of trust will want to hand over
control of PS and DM to the provider; people
with moderate levels of trust will want to hand
over PS only; whereas people with low levels of
trust will prefer to keep control of both PS and
DM.

As other research suggests that there is likely
to be considerable variation in the desire for
participation as a function of factors such as
age, education, and whether the disease is
chronic (because patients more experienced with
their illness would have more time to become
well informed),"***** we also investigated the
influence of trust on a person’s preferred role
controlling for a respondent’s socio-demogra-
phic characteristics such as age and education.

Methods

Study population

The study received ethics approval from the
Human Subjects Review Committee at the
University of Toronto. The study population
comprised patients at three outpatient clinics
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(breast cancer, prostate cancer and fracture) of a
Toronto (Canada) teaching hospital. The hos-
pital was primarily selected for its size, proxim-
ity and ease of access; it treats a large number of
patients from the Toronto and surrounding
area. The clinics were selected to ensure that the
sample included both men and women, with a
range of ages, and a mixture of severities of ill-
ness. The design allowed comparisons between
predominantly male and predominantly female
cancer patients. The fracture clinic population
not only included patients with fractures, but
also patients with spina bifida and low back
pain. Participants were identified through a daily
patient caseload sheet provided by the clinic staff
at each site because the waiting rooms were also
used by patients attending other clinics not
involved in the study.

Study participants were approached by the
research assistant, using a standard script
approved by the Human Subjects Review Com-
mittee, and asked to complete a questionnaire,
which included the Problem Solving Decision
Making (PSDM) Scale and the Trust-in-Physi-
cian Scale. The script clarified that participation
was purely voluntary, that none of their caregiv-
ers would see their responses, that their decision
about whether or not to participate would not
have any effect on their care, and that all
responses would be anonymous. Agreement to
participate was agreed to constitute informed
consent. To ensure that anonymity could not be
breached, no names were collected.

As there was no rationale for accepting any
particular set of prior probabilities for the distri-
bution of responses, formal power calculations
were deemed premature. To ensure an expected
value of at least five observations in each cell for
cross tabulations, and at least 20 observations per
independent variable for linear regressions/ana-
lysis of variance, the goal was to recruit at least
200 responses per site in order to ensure adequacy
of sample size for statistical comparisons and
allow us to perform subanalyses. Data collection
began in January 1997 and was completed in
April 1997. Although the data is now 7 years old,
there is no reason to believe that the patterns of
relationships have changed in the interim.

The inclusion criteria that were used were:
patients had to be over 18 years of age, speak
English, agree to participate, and be attending
a clinic that had agreed to participate. This
last criterion implies that the participants were
patients of clinicians who were comfortable
with having their patients approached to par-
ticipate in this study. Our respondents thus
represented the views of the subset of people
who used the particular clinics where the study
was conducted, and omits individuals whose
trust in physicians was so low that they would
not have sought out care from a hospital-
based clinic. The study was conducted in
Canada; respondents would be fully insured
for all hospital and physician care. Using a
single cross-sectional survey also limited our
ability to examine changes over time. We
recognize that it is likely that individuals cap-
tured by our survey were at different stages of
their illness trajectory and that individual
viewpoints may change over time. The study
asked about trust in the physician they would
be seeing at that clinic visit; we did not collect
data about the length of time they had known
that physician. In addition, some variables
were potentially confounding; for instance, sex
and clinic are confounded for two of the three
sites because all respondents in the breast
cancer clinic were females, and all respondents
in the prostate centre were males.

Scales

Problem Solving Decision Making Scale

The PSDM Scale, which has been validated in
other studies®>*® was used to measure preferred
role. The PSDM divides participation into two
tasks, PS and DM. A short vignette is presented,
and respondents are asked who should decide
for each of a series of tasks, written to encom-
pass both PS and DM activities. The four PS
tasks are:

1 Who should determine (diagnose) what the
likely cause of your symptoms are?

2 Who should determine what the treatment
options are?
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3 Who should determine what the risks and
benefits for each treatment option are?
4 Who should determine how likely each of
these risks and benefits are to happen?

The two DM tasks are:

1 Given the risks and benefits of these possible
treatments, who should decide how acceptable
those risks and benefits are for you?

2 Given all the information about risks and
benefits of the possible treatments, who should
decide what treatment option should be selec-
ted?

The response categories for all tasks use a
five-point Likert scale with (1) the doctor
alone; (2) mostly the doctor; (3) both equally;
(4) mostly me; (5) me alone.

To determine preferred role, mean scores are
computed separately for the PS and DM
dimensions for each respondent, and placed
into one of three classifications: hand over
(mean score on that dimension <3); share
(mean score between 3 and 3.99); or keep
(mean score > 4). These classified PS and DM
scores are then used to place respondents into
one of three categories, as shown in Fig. 1.
Passive patients wish to hand off both PS and
DM, autonomous patients want to retain some
control of both PS and DM (keep PS, and
share or keep DM), while shared patients want
to hand off or share PS but share or keep DM.
It was considered theoretically implausible for
an individual to wish to assume control for PS
but not for DM.

The version of the PSDM used in this study
employed two brief vignettes. The current
health vignette asked about DM for the
patient’s current health condition (defined as
the condition for which they were attending the
clinic). The chest pain vignette read: ‘suppose
you had mild chest pain for three days and
decided that you should visit your doctor
about this.” The chest pain vignette has been
used in a number of studies, and allows com-
parison of the results in a particular patient
population with results from other studies. It
deals with a situation which could be life-
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threatening, and about which most patients
would not feel as expert. As such, it is hypo-
thesized that there will be a greater willingness
to handover control to the physician in the
chest pain vignette than in the current health
vignette. The scale shows favourable psycho-
metric properties. In this sample, Cronbach’s a
for the four-item PS component of the PSDM
was 0.87 (current health vignette) and 0.90
(chest pain vignette). (It was not computed for
the two-item DM component.)

To control for amount of prior information
about the chest pain vignette, respondents were
also asked to indicate ‘How much experience
have you had with the clinical situation des-
cribed in the above scenario? (Please circle all
letters that apply)’ with Yes/No answers poss-
ible for each of: (A) I have had personal
experience with it; (B) I know of family
members or close friends who have experienced
it; (C) I have read/heard about it; and/or (D) I
do not know much about it. To assess per-
ceived knowledge about current health condi-
tion, respondents were asked to indicate, on a
five point scale, how knowledgeable they felt
about each of: your current health condition;
the available treatment options; the risks and
benefits of these options; which treatment you
prefer.

Trust-in-Physician Scale

To measure patients’ trust in their physicians,
the Trust-in-Physician Scale was used. This
validated instrument measures a patient’s inter-
personal trust in his or her physician.3*4>8
The scale assesses whether the patient had
confidence in the dependability, knowledge and
reliability of the information provided by
physicians; these dimensions would appear
particularly relevant in determining preferred
roles in making treatment decisions. This scale
has shown excellent psychometric characteris-
tics, with Cronbach « above 0.85 in several
studies.’***¢ This 11-item scale was scored on
a five-point Likert scale with response categ-
ories ranging from (1) strongly disagree to (5)
strongly agree; to avoid response set bias, some
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Responsibility for Responsibility for PS (Problem Solving)
DM Hand Over Share Keep

(Decision-making)

Hand over Passive Theoretically implausible

Share Shared Shared Autonomous
(Leaning (Equally) (Leaning Shared)
Passive)

Keep Shared Shared Autonomous

(Divide and (Leaning (Consumerist)

Share) Autonomous)

4 = mostly you; 5 = you alone

Responsibility for PS and DM items initially measured on following scale:

1 = doctor alone; 2 = mostly the doctor, 3 = doctor and you equally,

Hand over: mean score on that dimension < 3
Share: mean score on that dimension between 3 and 3.99

Keep: mean score on that dimension >4

Figure 1 Categorization of preferred roles.

of the items are reversed before scoring.
Anderson and Dedrick divided the resulting
scores into three categories: low trust (scores
<3); moderate trust (scores averaging from 3
to 3.99); and high trust (scores averaging from
4 to 5). For this research, high trust was
further subdivided into two categories, where
scores averaging between 4 and 4.99 were
categorized as high and scores averaging 5.0
were categorized as blind trust. The Cronbach
o for the 1l-item trust scale, with items
reversed, was 0.91 in our sample.

Statistical analysis

Statistical analysis employed SAS-PC. The chi-
square test (proc FREQ) was used to assess

bivariate associations between socio-demogra-
phic factors and the trust and preferred role
categories; the relationship between mean
knowledge score and preferred role was
assessed using ANovA for unbalanced data
(proc GLM).

Results

Of the 611 patients identified by clinic staff as
eligible to participate in the study, 606 comple-
ted and returned a questionnaire while in the
clinic, for a response rate of 99%. Three of the
five non-participating patients were excluded
because of language difficulty; there were two
refusals. The very high response rate appears to
have resulted from a combination of relatively
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long waiting times in the clinic, with few other
distractions. Table 1 reports key demographic
characteristics of our sample: mean age was 56
(SD 15.5), with a range from 16 to 90; 48.8%
were male; 42.1% had a high school education
or less and 58.7% were classified as having a
chronic health condition, defined as living with
their current health condition at least 6 months.

Preferred role

Preferred role was categorized as passive, shared
or autonomous (Fig. 1). As shown in Table 2, few
respondents preferred an autonomous role (2.9%
for the current health condition vignette and 1.2%
for the chest pain vignette). As predicted,
respondents were more likely to wish a shared role
for the current health condition than for the chest
pain vignette. For their current health condition,
67.3% wished a shared approach, with 29.7%
preferring a passive role. In contrast, responses for
the chest pain vignette, while often shared, showed
a shift towards a more passive role, with 48.7% still
falling into the shared category, and 50.1% of
respondents preferring a passive role. Few
respondents fell into the boundary classifications
(e.g. no respondents fell into the ‘autonomous-
leaning shared’ category for either vignette). Only
one response fell into the theoretically implausible
category (for the current health condition scenario
only); this response was treated as missing for the
remainder of the analysis.

There was a statistically significant difference
in perceived knowledge about current health
condition by perceived role (Table 3), with the
autonomous seeing themselves as far more
knowledgeable, and those wishing a passive role
indicating less knowledge.

Only 96 respondents (16.2%) had personally
experienced the situation described in the chest
pain vignette, although 52.2% had friends or
families who had experienced it and 59.1% had
read about it. On balance, 61.8% indicated that
they did not know much about the situation in this
scenario. The relationship between personal
experience with the chest pain scenario and pre-
ferred role for that vignette was not statistically
significant. However, there was a highly significant
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Table 1 General characteristics of respondents

Characteristic n %

Gender (n = 602)

Male 294 48.8
Female 308 51.2
Age (n = 602)
34 and under 65 10.8
35-49 133 22.1
50-64 207 34.4
65+ 197 32.7
Education (n = 601)
Elementary school 59 9.8
Some high school 91 15.1
Graduated high school 103 17.1
Some post-secondary 95 15.8
Graduated university 176 29.3
Some graduate training 77 12.8
Health (self-reported) (n = 599)
Excellent 29 4.8
Very good 143 23.9
Good 239 39.9
Fair 148 24.7
Poor 40 6.7
Chronic condition? (n = 589)
No 243 41.3
Yes 346 58.7

difference between respondents believing that they
did not know much about the chest pain scenario,
and preferred role (42.8% of the autonomous,
51.2% of the shared and 72.5% of the passive
claimed to know little about this scenario).

Trust

Of the 601 respondents who completed the
Trust-in-Physician Scale, 6.3% had blind trust,
36.1% had high trust, 48.6% moderate trust and
9.0% low trust. Sex, education and age were all
significantly related to trust (Table 4); whether
the current health condition had existed for at
least 6 months or not. Although blind trust was
not common, it was seen more frequently among
female than male respondents, among those with
less education, and those over 65 years of age. In
contrast, it was never found among those with
post-secondary education, or under 35 years of
age.

© Blackwell Publishing Ltd 2004 Health Expectations, 7, pp.317-326



Patient preferences for participation in decision-making, N Kraetschmer et al.

Table 2 Categorization of preferred

roles, by vignette Current health Chest pain
condition vignette vignette

Preferred role n % n %

Passive 177 29.7 296 50.1

Shared 401 67.3 288 48.7
Leaning passive 142 23.8 156 26.4
Shared equally 9 1.5 4 0.7
Leaning autonomous 35 5.9 17 2.9
Divide and share 215 36.1 111 18.8

Autonomous 17 2.9 7 1.2
Leaning shared 0 0 0 0
Autonomous/consumerist 17 2.9 7 1.2

Theoretically implausible 1 0.2 0 0

Total 596 100 591 100

For all other computations in this paper, the ‘theoretically implausible’ response was set to
missing and excluded from further analysis.

Table 3 Mean knowledge score, by preferred role for current
health condition vignette

Table 4 Relationship between trust category and sex, age
and education

Mean knowledge
Passive Shared Autonomous Total R?

Low Moderate High Blind Total

score (%) (%) %) (%) [n(%)]
Your current Full sample 9.0 48.6 36.1 6.3 601 (100)
health condition 2.9 4.2 5.0 3.8 0.24 By sex* (n = 600)
The available Male 9.2 53.4 34.4 3.1 294 (100.1)
treatment options 2.6 4.0 5.0 3.6 0.26 Female 8.8 43.8 37.9 9.5 306 (100)
The risks and By age group? (n = 600)
benefits of <35 12.5 64.1 23.4 0 64 (100)
these options 2.8 3.8 4.9 3.4 0.27 35-49 9.1 54.5 31.8 4.5 132 (99.9)
Which treatment 50-64 10.6 50.2 32.4 6.8 207 (100)
you prefer 2.3 3.8 4.9 3.8 0.24 65+ 6.1 37.6 472 9.1 197 (100)
- — —— - By education group® (n = 599)
All comparisons were statistically significant, using PROC GLM for l
analysis of variance, at P < 0.001. ementary
school 3.4 16.9 57.6 22 59 (99.9)
o Some high
Trust and preferred role were significantly school 4t 33 48.4 143 91 (100.1)
associated (P < 0.0001) for both the current Graduated
health condition and chest pain vignettes. This high school 3.9 44.1 44.1 7.8 102 (99.9)
relationship exists in both directions. As shown Somi . i3 511 W04 43 96 (100.1)
. . . . 0Sst-seconaar . . . . .
in Figs2 and 3, those with blind trust P Y
. ) Graduated
overwhelmingly tend to prefer a passive role university 13.6 61.4 % 0 176 (100)
(97.3% for chest pain, 81.1% for current health Some graduate
condition vignettes). Preference for a passive training 20.8 63.6 15.6 0 77 (100)

role declines as trust diminishes, with moder-
ately high rates for those with high trust (67.0%
passive for chest pain, 44.7% for current health
condition), and lower rates for those with
moderate trust (35.4% chest pain, 14.5% current
health), and those with low trust (26.4% chest

Chi-square values were statistically significant for “trust and sex

(P < 0.005); 2trust and age group (P < 0.0003); >trust and
education group (P < 0.0001).

pain, 14.8% current health). Preference for a
shared role follows the reverse pattern. The few
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wishing an autonomous/consumerist role also
show low levels of trust.

Similarly, as shown in Figs 4 and 5, the
majority of respondents wishing a passive role
had high or blind trust, whereas for those
classified as autonomous, the majority had
moderate to low trust. The results do not show
causality, but imply that desire for an auton-
omous role may be related to a sense among
these individuals that providers cannot be
trusted to perform the problem-solving tasks
properly.

Analysis of variance using the SAS GLM
procedure reveals that the significant relation-

100 Preferred role categories
8o D Autonomous
60
b 40 |:| Shared
20 . Passive
0
Low Moderate High Blind

Figure 2 Preferred role by Trust: current health vignette.

100 Preferred role categories
8o D Autonomous
60
® 40 |:| Shared
20 . Passive
0
Low Moderate High Blind

Figure 3 Preferred role by Trust: chest pain vignette.

1:(; - Trust categories
60 . Blind D Moderate
s [ High [ ] Low
20
0 T T T
Passive Shared Autonomous

Figure 4 Trust by preferred role: current health vignette.

00—
80 Trust categories
e & B sind [ ] Moderate
40 [ nigh [ Low
20
4 T T T
Passive Shared Autonomous

Figure 5 Trust by preferred role: chest pain vignette.
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ship between trust and preferred role persists
after controlling for the demographic factors of
sex, age and education (data not shown). There
was also some minor variation across clinics
(data not shown). However, clinic may be in part
a proxy for sex (100% males were from the
prostate clinic, 0% of the breast clinic, and
46.5% of respondents from the fracture clinic).

Discussion

Participation in DM encompasses several
dimensions. The concept of preferred role
employed in this study differentiated between a
desire to be involved in problem-solving tasks,
and a desire to be involved in making treatment
decisions. Although most of our respondents
rejected a purely passive role, they also showed
little desire to take full charge. Recognizing that
we asked about hypothetical preferences rather
than the results of their actual clinical encoun-
ters, it is noteworthy how very few respondents
preferred an autonomous/consumerist role in
DM. Instead, we found a high preference for
taking a shared approach. This preference for a
shared role is higher for the current health
condition vignette than for the chest pain scen-
ario. One interpretation of this difference is that
increased knowledge about a health condition is
likely to shift preferences from passive to shared.
Further indirect support for this contention
arises from the increased willingness to partici-
pate in the hypothetical chest pain vignette
among those who felt more knowledgeable,
although the direction of causality for this rela-
tionship clearly cannot be established from a
survey-based study.

Our results do not support the more extreme
models of consumer autonomy. We found that
most respondents in this study trusted their
provider; less than 10% of the sample indicated
low levels of trust. However, this did not lead to
passivity; most also wished to participate in
making decisions about their current health con-
dition. Although desire for a passive role was
significantly associated with higher levels of trust,
and desire for an autonomous role with low levels,
those wishing a shared role also exhibited high
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(but not blind) trust levels. Shared DM often
accompanied a trusting patient—physician rela-
tionship. Analysis of the distinction between PS
and DM elements of treatment choice thus sug-
gests that trust may be an essential component of
preferred role. Our respondents overwhelmingly
wished to hand over PS to physicians. Underlying
this preference, however, are assumptions about
the ability of providers to carry out these activities
well, both in the technical sense of properly
assimilating and interpreting data, and in the
interpersonal one of acting in the best interests of
their patients and clearly communicating findings
and options. Such a relationship is opposed to the
caveat emptor model of purchaser and provider. It
is noteworthy that expertise, caring and commu-
nication are key components of how interper-
sonal trust in physicians has been defined in the
literature. Our results thus suggest that, far from
being a barrier to patient autonomy, warranted
trust may indeed be an integral element of the
physician—patient relationship.
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